21,488
People with learning disabilities known to GPs were not eligible for a check because they are not known to social services Some parts of the country did better than others.
In the South East Coast and West Midlands Strategic Health Authority areas only 4 out of every 10 people who could have had a check did.
In the East Midlands and the South West more than 6 out of every 10 did. 
Background
 People with learning disabilities have significantly poorer health than their nondisabled peers. In part this is because they have more difficulty in identifying important symptoms and getting access to appropriate care (Disability Rights Commission, 2006; Emerson, Baines, Allerton, & Welch, 2011; Mencap, 2007 Mencap, , 2012 Michael, 2008) .
 A robust body of evidence suggests that providing health checks for people with learning disabilities in primary care settings is effective in identifying previously unrecognised morbidity, including morbidity associated with life-threatening illnesses. (Robertson, Roberts, Emerson, Turner, & Greig, 2011)  Following a Formal Investigation, in 2006 the Disability Rights Commission recommended the introduction of annual health checks for people with learning disabilities in primary health care services in England as a reasonable adjustment to address the health inequalities they faced. The Department of Health responded with a commitment to introduce 'regular, comprehensive health checks for people with learning disabilities'. This was based on their conclusion that these were 'the best way to improve the health of people with learning disabilities'.(Department of Health, 2007)  The introduction of annual health checks for adults with learning disabilities in England (as part of a Directed Enhanced Service [DES]) was also recommended by the 2008 Independent Inquiry into Access to Healthcare for People with Learning Disabilities. (Michael, 2008) In September 2008 the NHS and the British Medical Association announced plans for a DES to deliver annual health checks. This programme is distinct from the five-yearly NHS Health check for all adults aged 40 to 74 focussed on the prevention of heart disease, stroke, diabetes, kidney disease and certain types of dementia.
 In February 2009 directions were published by the Department of Health requiring Primary Care Trusts (PCTs) to offer GP practices in their area the opportunity to provide health checks for adults with learning disabilities as part of a Directed Enhanced Service. The DES was originally agreed for two years (2008-9 and 2009-10) ; it has been subsequently extended, most recently until March 2014. (NHS Employers, 2012; NHS England, 2013)  We have produced three annual reports on the progress in implementing health checks, first in the summer of 2010. ( Emerson & Glover, 2010; Emerson, Copeland, & Glover, 2011; Glover, Emerson, & Evison, 2012) . This fourth report Learning Disability Health Checks 2012/13 9 extends the period to include 2012/13. It will be the last in the present form. Whilst the programme of checks is continuing, the mechanics of monitoring has changed from April 2013.
Management and Data Collection
Learning Disability Health Checks 2012/13 10 Management and Data Collection Data on health checks for adults with learning disabilities were collected from former PCTs by the Health and Social Care Information Centre using the Omnibus system. Detailed instructions in relation to the data to be collected were published on the NHS Information Centre website and are reproduced at Annex 1.
The DES guidance indicates that the initial PCT task of identifying the list of patients eligible for health checks is more than simply a statistical task for the purposes of this return. It is a key element of the DES process involving liaison between PCTs, local authorities and GPs to ensure familiarity with a group of patients for whom particular consideration is required. The initial DES task for PCTs is that they:
'should work with their LA (or LAs where practices' registered patients are resident in more than one authority area) to produce a register of patients who are known to social services primarily because of their learning disabilities, determine which practice they are registered with and share this with their constituent practices.' (NHS Employers, 2012) In response, practices were supposed to integrate this information with data about patients already on the practice's learning disability register to establish a health check learning disabilities register.
Information was collected from PCTs on two questions:
(1) the number of people with learning disabilities receiving a health check; and (2) the number of people with learning disabilities eligible for a check.
Practices were required to submit reports of numbers of people who had received checks (Question 1) to PCTs within 28 days of the end of March 2013 as the basis for payment.
The DES specified details of the checks required. These included that they should be undertaken by an appropriately trained provider and based on a protocol that included the following:
 a review of physical and mental health with referral through the usual practice routes if health problems are identified including: -health promotion -chronic illness and systems enquiry -physical examination -epilepsy -dysphagia -behaviour and mental health Learning Disability Health Checks 2012/13 11 -specific syndrome check  a check on the accuracy of prescribed medications  a review of coordination arrangements with secondary care  a review of transition arrangements where appropriate.
Question two asked how many people in the PCT area were eligible for a check. From the guidance cited above, it appears that PCTs were expected to have a full listing of those eligible from the initial liaison process, normally mediated by learning disability nurses. The guidance did not state explicitly whether, in answering this question, PCTs should include eligible people registered with GP practices who had decided not to participate in the scheme. However it has done in earlier years, and there is no good reason why these should be excluded. In a few cases PCTs reported that they had not included these people.
A complexity arises in administering the scheme where people are placed by local authorities in residential care settings located outside their boundaries and in PCT areas with which they do not share territory. These are expected to be registered with GPs in the receiving PCT. In earlier years it has been made clear that their eligibility for a check is expected to be known as a result of the sending local authority notifying the receiving local authority and PCT.
Returns for 2012/13 were sent in on behalf of all 151 former PCTs. As last year, PCTs were given the opportunity to revise figures for the previous year. This year 5 PCTs did. Except where otherwise indicated, all 2011/12 figures quoted in this report are the revised figures.
As additional background information we also used the numbers of adults in each PCT identified as having a learning disability in the current Quality and Outcomes Framework (QOF) data.(NHS Information Centre, 2012) Because of publication timetables these always lag one year behind the health check data, hence this year we are comparing health checks from 2012/13 with QOF numbers from 2011/12
Maps of PCT values for the coverage, coverage in relation to QOF numbers and ratios of eligible numbers to QOF numbers (all described in the next section) were produces using ARC-GIS. Geographic distributions were tested for spatial autocorrelation using Moran's I test, calculated by the Geoda software. This calculates the probability of the observed level of spatial correlation for variables by comparison with a large number of random reassignments. The largest number offered (1000) was used meaning that the programme was able to test for probabilities down to, but not lower than, p=0.001.
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12 Findings Headlines and trend data Table 1 shows the headline results. 92,329 people received a health check in 2012/13, an increase of 6,195 (7.2%) on the 2011/12 figure. The number identified as eligible was 177,389, an increase of 14,398 (8.8%). As the number identified as eligible rose by a greater proportion than the number receiving checks, the coverage, (defined as the number receiving checks as a percentage of the number identified as eligible), fell slightly. From 52.8% in 2011/12, this dropped to 52.0%, a fall of 1.5%. 
Revised figures
This year only five PCTs submitted revisions to the figures for the previous year; one revised the number of checks, one the number eligible and three revised both numbers. In most cases these had a relatively small effect. The upward revision of the number eligible in Haringey lowered the estimate of coverage for 2011/12 from 73% to 56%. Other changes all had the effect of increasing reported coverage (by 7% in Salford and Mid Essex, by 4% in Sefton and by 1% in Cambridgeshire). Statistically the coverage scores for PCTs are highly correlated from year to year. Spearman's coefficient of rank correlation comparing 2011/12 with 2012/13 is 0.70, comparing 2010/11 with 2012/13 it is 0.57 (p<0.0001 in both cases). Figure 5 gives an impression of the consistency of performance of individual PCTs over time. In this analysis, PCTs are given a score of one (lowest) to five (highest) for each of the last four years according to the fifth (quintile) of the ranking of PCTs for coverage into which they fell. These scores are summed giving a possible range from four to twenty. Five PCTs have never scored outside the bottom fifth, a further six have only managed this once.
To a large extent PCTs performing poorly last year or the year before have continued to perform poorly, whilst those performing well in the past have continued to perform well. Of the thirty PCTs with the lowest coverage scores in 2011/12 (the bottom fifth), twenty six were still in the bottom two fifths in 2012/13 -seventeen still in the bottom fifth. Of the thirty in the bottom fifth in 2010/11, twenty five were still in the bottom two fifthsthirteen in the bottom fifth. At the other end of the scale, out of the top thirty one in 2011/12, twenty six were still in the top two fifths, with twenty one still in the top fifth. Of the top thirty one in 2010/11, twenty three were still in the top two fifths, with fourteen still in the top fifth. Figure 6 shows the movement in individual PCTs' coverage from 2011/12 to 2012/13. In all cases where a PCT's coverage increased by a high proportion, it was from a very low figure in 2011/12. This shows how difficult it has been to sustain high coverage. In the best performing Strategic Health Authority, almost 80% of PCTs reported a fall in coverage. In four others, more than 60% of PCTs reported falls. Only in two, North East and South Central, did a majority of PCTs report increased coverage.
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In previous reports we have identified a small number of PCTs that have reported surprisingly low numbers of individuals as eligible for health checks. This is important partly because it gives a misleadingly optimistic estimate of the extent of coverage of the programme, but more importantly because it raises the question of whether there is a large number of people with learning disabilities being effectively excluded from it in those areas.
One obvious and simple cause for this is uncertainty on the part of staff submitting the data about how they are supposed to know the number eligible. Comments returned with the data indicate that frequently this is taken from the returns of participating practices, along with the numbers of checks completed. Where substantial numbers of practices do not participate in the scheme, this gives a significantly incomplete figure.
In our report on the 2010/11 figures we identified eight PCTs reporting eligible numbers representing less than half the average rate of learning disabilities in their Strategic Health Authority. In 2011/12 three of these remained in the same position. This year two of the original eight are still reporting notably low eligible numbers by this measure.
However it seems that a more satisfactory approach to getting around the problem of erratic reporting of eligible numbers may be to undertake parallel analyses of the numbers of checks performed but in comparison to the numbers reported as having learning disabilities by their GP in QOF registers. QOF register numbers have stabilised in the last two years. Inter-decile ranges for the annual change in register numbers in PCTs were +1.2% to +10.7% for 2010/11 to 2011/12 and +1.5% to +8.8% for 2010/11 to 2011/12. By contrast the inter-decile range for annual changes in the numbers reported as eligible for health checks, which should track fairly closely in parallel to the numbers on GP registers, were -15.4% to +30.3% for 2010/11 to 2011/12 and -8.6% to +32.4% for 2010/11 to 2011/12. This is the Observatory's fourth annual report on this topic. Over the five years reported, overall there has been considerable progress. However the rate of improvement has slowed considerably. In part this may be due to the disruptions of the re-organisation. These may have had an impact both on the management of the health checks and on the collection of information about them.
There may be other factors impeding further improvement in the coverage of health checks which are emerging as the system matures. We have no evidence at present about the proportion of eligible patients who firmly do not want to have checks, or whose carers do not want this. (Where the latter is the case, we do not know if decisions to avoid checks are subject to 'Best Interests' protocols including an independent advocate for the patient.) By now GPs inclined to participate will mostly have come into the process. The minority who have remained outside thus far have presumably done so out of a positive choice. They may not be persuaded by the evidence of the efficacy of checks, or they may consider that whilst checks are useful, the rewards for taking up the DES are not worth the additional administrative and training burden involved. This may be a particular concern for practices with a comparatively small number of eligible patients. As the system has matured, able GPs, implementing it rigorously may have begun to find that after the first two or three health checks for any individual, new findings become less common and they consider it possible that checks in alternate years may suffice.
These questions cannot be explored with the data as collected to date. They require practice-level analyses, preferably linking the experience of patients from year to year. The new approach to monitoring the system announced earlier this year should provide this. (NHS England, 2013 ) NHS England envisages a quarterly extract of data about progress in undertaking the year's checks, taken directly from practice information systems. This will inevitably, at least initially, exist at practice level, although as announced to date, not at patient level. In the first instance the question of whether there is a substantial group of patients specifically resistant to participation will be a research one, one on which the big anonymised GP practice data systems could shed some light at relatively little cost.
However the findings do underline the observation made first in our report on the figures for last year, that PCTs that were doing well by three years ago have largely continued to do well whilst most of those with very low coverage rates then have stayed in this position. (Glover et al., 2012) Understanding why this is the case and tackling this source of geographical inequity seems likely to require action targeted specifically at areas currently performing poorly.
Why the collection?
People with learning disabilities tend to have poorer health than the general population, yet are more likely to have poorer access to healthcare. This has been highlighted in a number of inquiries, reports and policies.
Formal Inquiries, reports:
Underpinning Policies:  'Healthcare for All ' (2008) If the local PCT is commissioning a Local Enhanced Scheme that meets the requirement of the DES, with regards to the content of the annual health check and the training component, then annual health checks provided under this scheme can be provided.
The Data collection table
First denominator: Number of people with learning disability receiving a health check
The only health check that should be counted is one that meets the requirement of the DES specification. Namely:
 The health check is undertaken by a provider who can demonstrate that they had appropriate training, which meets the standard outlined in the DES specification.
 The health check is based on a local protocol that includes the following.
 a review of physical and mental health with referral through the usual practice routes if health problems are identified:  health promotion  a systems enquiry and review of chronic illness  a physical examination  a review of epilepsy  a review of behaviour and mental health  a syndrome specific check
